WHAT'S KNOWN ON THIS SUBJECT: Previous studies have identified barriers to providing optimal pediatric palliative care, including general communication issues between clinicians and family members. However, there is a paucity of data regarding the barriers specifically relating to advance care discussions.
Optimal care for children with lifethreatening conditions requires effective advance care planning (ACP). Parents of critically ill children believe that it is important to have honest and direct communication with health care providers, 1 as information given by the clinical team may influence their end-of-life decisionmaking. 2 Furthermore, among adults, ACP has been associated with end-oflife care consistent with patient preferences as well as a better rating of the dying experience. 3, 4 However, advance care discussions (ACD) often happen late in the course of illness, and resuscitation status orders are frequently placed in the medical record near the time of death. [5] [6] [7] Communication during ACD has been reported as suboptimal, and many times there is parental dissatisfaction with the process. 1, 8, 9 In fact, parental perception of poor communication styles and insufficient transfer of information have led to poor quality-of-care ratings. 10 To date there has been little scrutiny of the effectiveness of ACP for children with life-threatening illnesses. Most of the existingliteratureisfromadultstudies, [11] [12] [13] with relatively few evaluating the quality of such communication for children. [14] [15] [16] [17] We sought to understand barriers to ACD for children from the perspective of clinicians who work in settings where these discussions typically take place.
METHODS
As part of a larger study, a Web-based self-report questionnaire was administered to assess clinician perspectives regarding ACD and the Do Not Resuscitate order. The institutional review board of Children' s Hospital Boston approved the study.
Study Population
Physicians and nurses from practice settings where ACP typically takes place were surveyed to collect data regarding their attitudes and behaviors on ACD.
Eligible respondents included all ICU and oncology attending physicians, fellows, hospitalists, nurses, and advance practice nurses. Study sites included the medical/surgical ICU, medicine ICU, cardiac ICU (CICU), and oncology ward at Children' s Hospital Boston in addition to the outpatient oncology service at the Dana-Farber Cancer Institute.
Data Collection
All eligible clinicians were e-mailed information explaining the study, and participation was requested. The survey was conducted by using Web-based survey software (SurveyMonkey.com, Palo Alto, CA). A link to the online survey and a link to opt-out of the study were provided. Three reminder e-mails were sent at ∼2-week intervals to all nonresponders. Clinicians who declined participation were not contacted further. Identifying information such as e-mail addresses, names, and IP addresses were not linked to the respondents' answers. Persons who completed the survey were entered into a raffle to win 1 of 3 gift cards to a local restaurant. Data were collected during March, April, and May of 2010.
Survey Instrument
The survey instrument consists of 148 items. Survey domains were derived from clinician and parental focus groups regarding attitudes and behaviors about ACD and resuscitation status orders. 18 Closed-ended items were adapted from a number of existing surveys and other items were developed de novo, according to guidelines by Streiner and Norman. [19] [20] [21] [22] The instrument was evaluated for face validity by faculty at Children' s Hospital Boston and the Dana-Farber Cancer Institute. The survey was pilot tested and revised according to feedback from cognitive debriefing. A majority of questions were close-ended, with categorical responses or Likert scales.
The primary outcome of the study was clinician perception of barriers to ACD. Clinicians were asked how often 23 potential barriers were impediments to ACD, with 5 response choices ranging from never to always. Specific items assessing clinician perception of barriers related to parent/patient behaviors and attitudes included patient/parent expectations, readiness to have the discussion, understanding of the medical issues and prognosis, and conflict among family members. Potential barriers related to clinician behaviors/ attitudes included concern about taking away hope or losing trust, not knowing the right things to say, lack of relationship with the family, not knowing the right time to hold the discussion, uncertainty about prognosis, lack of time and importance, ethical considerations, and laws/ regulations. Timing of ACD was a secondary outcome of the study. Clinicians were asked when, in their experience, ACD typically happen. Response categories were: "too early," "the right time," and "too late." The survey also asked about clinician position, specialty, years of clinical experience, age, gender, ethnicity, race, religion, and number of ACD participated in during the past year.
Statistical Analysis
We conducted statistical tests by using SPSS version 18.0 (SPSS Inc/IBM, Chicago, IL). Respondent characteristics were reported as means and frequencies for categorical data. Variables graded with theuseofLikertscalesweredichotomized asspecifiedinthetextandtables.Clinician barrier scores were created by dichotomizing the barrier frequency variable into often/always (1) and never/rarely/ sometimes (0). Each clinician' s assigned scores for the 23 potential barriers were added together to comprise a total score. Group comparisons between specialties and physicians/nurses were tested with Pearson x 2 tests for categorical data and with Mann-Whitney U tests for ordinal variables regarding perceived barriers to ACD. Two-tailed values of P , .05 were considered statistically significant.
RESULTS

Sample Characteristics
A total of 540 e-mail invitations were distributed. Forty-four clinicians were either ineligible to participate or had invalid e-mail addresses. Of the eligible clinicians, 266 providers responded to the survey: 107 physicians and 159 nurses (54% response rate). Survey responders and nonresponders did not differ with regard to specialty. However, physicians were more likely to respond than nurses (62% vs 49%; P = .007).
Characteristics of respondents are reported in Table 1 . The mean age for physicians and nurses was not statistically different. A majority of nurses worked in an ICU dedicated to surgical and/or medical patients, whereas physicians were more likely to specialize in oncology. A majority of nurses were Catholic, whereas the religious preference of physicians was more variable. In the past year, 15% of nurses had not participated in an ACD, whereas only 2% of physicians had not. Furthermore, 55% of physicians participated in $6 ACD compared with only 25% of nurses.
Provider Perceptions of Barriers
Barriers to ACD were ranked according to the percentage of physicians and nurses who identified issues as often or always a barrier (Fig 1) . The top 3 barriers were unrealistic parent expectations (43.5%), differences between clinician and patient/parent understanding of prognosis (39.4%), and lack of parent readiness to have the discussion (37.8%). More than 25% of respondents identified 3 other barriers as occurring often or always: clinician concern about taking away hope (28.6%), clinician uncertainty about prognosis (27.0%), and clinicians not knowing the right time to address the issues (25.5%). Conversely, .50% of respondents believed that 6 issues were rarely or never barriers to ACD: concern about losing the trust of the patient (51.5%), ethical considerations (54.6%), conflict between the patient and parent (65.0%), concern about the patient receiving less attention from the health care team once ACD began (72.5%), lack of importance to clinicians (79.6%), and laws and regulations (80.8%). Twenty-three percent of clinicians did not identify any of the issues as barriers often or always. Conversely, 65% perceived .1 issue as a barrier often or all of the time. Years of clinical experience did not influence the perception of barriers to ACD.
Comparisons of Physicians and Nurses
There were several significant differences between physician and nurse perception of barriers (Table 2) . Nurses identified lack of importance to clinicians (P = .006) and ethical considerations (P , .001) as impediments more often than physicians. Conversely, physicians believed that not knowing the right thing to say (P = .006) was a barrier more often than nurses. There were no significant differences between nurse and physician perceptions regarding the 27 (27) 15 (10) 42 (17) top 3 barriers or the number of barriers identified (Table 3) . Physicians reported a median of 2.5 barriers and nurses identified a median of 3.0 barriers (P = .654).
Comparisons of Specialties
In general, CICU clinicians perceived more barriers than providers in other specialties (Table 3) . CICU clinicians identified a median of 5 barriers whereas ICU and oncology providers perceived a median of 3 and 2 barriers, respectively. Significant differences were also present between clinicians of different specialties regarding 2 of the top 3 barriers. Oncology clinicians were less likely to view unrealistic parent expectations (P = .004), laws and regulations (P = .014), and ethical considerations (P , .001) as obstacles to ACD. ICU providers were less likely to identify not knowing the right time to address the issues (P = .036) as a barrier. Moreover, unrealistic clinician expectations (P , .001) and differences between clinician and patient/parent understanding of prognosis (P = .014) were more likely to be perceived as barriers by CICU clinicians (Table 4) .
Initiation and Timing of ACD
Seventy-one percent of clinicians believed that ACD typically happen too late in the patient' s clinical course. In fact, 92% of respondents believed that, ideally, a discussion regarding overall goals of care should be initiated upon diagnosis or during a period of stability. However, 60% reported that these discussions typically take place during an acute illness or when death is clearly Frequencies of barriers to ACD. imminent (Fig 2) . Furthermore, ,1% of clinicians believe that patients or their parents should initiate ACD; the majority felt that responsibility rests with 1 of the patient' s physicians or advance practice nurses.
DISCUSSION
We sought to identify barriers to conducting ACD from the perspective of clinicians who typically have these discussions. Notably, we found that clinicians perceive parental factors as the most common barriers. This finding is consistent with earlier studies, 17, 23, 24 which found parental prognostic uncertainty, unrealistic expectations, and lack of readiness to participate in ACP as barriers to optimal care. However, our study expands on earlier findings in that it includes perspectives of both nurses and physicians who are from multiple care settings. Moreover, since the publication of these earlier studies, interventions have been implemented with the goal of improving ACP 25, 26 but our findings demonstrate, nevertheless, that similar barriers continue to exist.
Parental factors perceived to be impediments to ACD in our study include unrealistic parent expectations, limited understanding of prognosis, and lack of readiness. Studies have shown that patients and parents may not be prepared to participate in ACD because of lack of insight, anxiety, fear of death, fear of losing hope, and/or denial of the severity of disease. 7, 27 However, there are times that clinicians may incorrectly presume that patients and families are not ready because they have not yet broached the topic. 28 Patients and family members may simply be waiting for the clinical team to initiate the discussion 7 or may not even be aware of the need for such discussions. Thus, perceived parental barriers may in fact represent a knowledge gap on the part of clinicians.
Hope holds an important role in the care of children with life-threatening illnesses and, understandably, clinicians may be very concerned about taking away parental hope. However, emerging studies do not support these concerns. Specifically, Mack et al 29 found that greater information disclosure may actually support hope, even when the prognosis is poor. Feudtner et al 30 found that higher levels of parental hopeful patterns of thinking were significantly associated with increased odds of enactment of a limit of intervention order. In contrast, withholding information may promote false hope, leading to feelings of betrayal, anger, and mistrust. 10, 31 We identified some interdisciplinary differences regarding views about barriers to ACD. Nurses were more likely than physicians to identify ethical ARTICLE considerations and lack of importance as barriers to ACD. Conversely, physicians believed that not knowing the right thing to say was an impediment more often than nurses. Although it is unclear which clinicians nurses were referring to, these worries among nurses may reflect the interdisciplinary tensions that sometimes arise in the care of children with life-threatening illnesses. [32] [33] [34] Interdisciplinary collaboration is critical to optimizing care in the advanced stages of illness, 11 and creation of opportunities such as team discussions may be an important strategy to ease these tensions. 8 Perceptions of the barriers to ACD are also influenced by provider specialty. Unrealistic clinician expectations and different prognostic understanding between clinicians and patients/ parents were more likely to be perceived as barriers by CICU clinicians than by oncology or ICU providers. Furthermore, oncology specialists cited unrealistic parent expectations, laws and regulations, and ethical considerations as barriers to ACD less often than either ICU or CICU clinicians. Finally, compared with the other specialists, ICU practitioners were more likely to believe that not knowing the right time to address the issues was never or rarely a barrier. Variation in patient cohorts, variable length of patient-clinician relationships, and a breakdown in interdisciplinary communication may all contribute to discordance among clinicians of different specialties. [35] [36] [37] Less than one-third of clinicians believed that ACD typically happen at the right time in the course of illness. More than 90% responded that discussions of overall goals of care should happen either during diagnosis or during a time of stability. However, a majority of physicians and nurses reported that these types of discussions happen much later in the patient' s illness, which is consistent with previous studies. 7, 38 Our study revealed nearly all clinicians believe that physicians/advance practice nurses should initiate ACD and, yet, these discussions are not happening in a timely manner. This finding suggests that there are discordant views among clinicians about which provider bears responsibility for ACP.
Our findings suggest that the commonly reported barriers to ACD may be related to inadequate communication. This failure may result from a disconnect between clinicians and patients/families, between members of the interdisciplinary clinical team, and among patients and family members themselves. The American Academy of Pediatrics Committee on Bioethics and Committee on Hospital Care has recommended that trainee and continuing education programs should include topics such as communication skills, managing prognostic uncertainty, and decisions to forgo life-sustaining therapy. 39 Although there have been recent advances in palliative care education with physician trainees, 40 there remains a significant need for more universal training. 41, 42 Our study may have limited generalizability as it involves clinicians from only 3 departments within a single pediatric tertiary care institution. However, the clinician group is multiprofessional and includes subjects with a wide variety of clinical practice, in terms ofboth duration and specialty. Motivation for either participation or refusal may be biased by experiences related to the study topic. In addition, we did not assess patient and parental perspectives regarding barriers to ACD. Future studies are needed to more fully characterize the barriers to ACD.
CONCLUSIONS
Our findings indicate that clinicians perceive several barriers to conducting ACD, withparentalissuesbeingmostcommon. Perceptions are influenced by clinician position and specialty. Interventions aimed at improving clinician knowledge, attitudes, and skills in conducting ACD for children with life-threatening illness may circumvent these barriers. As such, future intervention research will include the development, implementation, and evaluation of an educational curriculum addressing how to effectively discuss ACP with pediatric patients and their families. Concurrent with this curriculum will be the introduction of a new resuscitation status order that will facilitate identification of overall goals of care. Importantly, this order will explicitly delineate interventions that will be provided for the patient, rather than those that will not be done,as is currently the case with traditional do not resuscitate orders. We anticipate that the combination of the curriculum and new resuscitation status order will provide a much-needed intervention to improve ACP for children with life-threatening illnesses.
FIGURE 2
Timing of discussion of overall goals of care.
